THE KNOWLEDGE AND ATTITUDES OF MEDICAL STUDENTS IN SERBIA CONCERNING RARE DISEASES
THE SURVEY IS ANONYMOUS
Thank you for participating in our survey. We assure you that you will not have any negative consequences for participation and that we will respect your privacy.

The aim of this study is to investigate the knowledge and attitudes of medical students concerning the treatment of rare diseases in our community. The results will be used in the development of scientific research,  exclusively. The authors of this survey are pharmacologists employed at The Departmennt of Pharmacology, Clinical Pharmacology and Toxicology, Faculty of Medicine, University of Belgrade.
We ask you to write legibly and to honestly answer all questions that is the only way your answers will have value.
GENERAL CHARACTERISTICS:

SEX  (please circle)                                       M                        F
YEAR OF BIRTH           ---------------------------------

YEAR WHEN THE STUDY STARTED (enroll)    ---------------------

CURRENT YEAR OF STUDY (enroll)    ---------------------

AVERAGE SCORE DURING THE STUDIES  (round off)     

<7                 7-8               8-9              9-10
SCORE IN PHARMACOLOGY AND TOXICOLOGY (if you passed this course)  ---------------
THE ATTITUDES REGARDING THE TREATMENT OF RARE DISEASES IN SERBIA:
HOW DO YOU RATE YOUR CURRENT KNOWLEDGE ABOUT RARE DISEASES IN GENERAL?
(Mark with X)
[image: image1.emf]

 (poor)                              

                          (excellent)                                                               

HAVE YOU HAD THE OPPORTUNITY TO MEET SOMEONE WHO IS SUFFERING FROM A RARE DISEASE? 
1. YES                                  2. NO                               3. I DON'T KNOW
THE PREVALENCE OF RARE DISEASE IN EU COUNTRIES IS SMALLER THAN:
1. 1/100                2. 1/500               3.1/2000             4. Something else ------------
COULD YOU RECOGNIZE RARE DISEASES FROM THE FOLLOWING LIST? (round off)
1. Acromegaly                  2. Osteoporosis                   3. Hemophilia
4. Multiple Sclerosis        5. Gaucher disease              6. Schizophrenia
6. Familiar breast cancer   7. Non Hodgkin's lymphoma
THE MAIN SOURCE OF INFORMATION ON RARE DISEASES, ACCORDING TO YOU, ARE?... (enroll) 

1. core curriculum subjects (specify them)  ----------------------------------------------------------------
2. elective courses (specify them)  -----------------------------------------------------
3. some other, extracurriculum souces (specify them)  ---------------------------------------------

HOW DO YOU RATE THE IMPORTANCE OF SUCH AN ISSUE IN OUR COUNTRY? (enroll X)


                 (I don't consider it important)                             (very important)

HOW DO YOU RATE THE POSSIBILITIES OF OBTAINING DRUGS FOR RARE DISEASES IN SERBIA? (enroll X)


              (very bad)                                                                     (excellent)

ACCORDING TO YOU, THE MOST IMPORTANT PROBLEMS OF PATIENTS SUFFERING FROM RARE DISEASES ARE?

(you may select more than one answer)

1. Lack of information among the general public
2 Lack of scientific knowledge
3. Lack of access to correct diagnosis
4. Lack of appropriate quality healthcare 
5. Lack of a sufficient number of registered drugs 
6. Complicated procedures of drug provison 
7. High prices of drugs 
8. Lack of observance of legislation 
9. Unavailability of these drugs in private pharmacies 
10. Other  -----------------------------------------------------------------------

ARE YOU AWARE OF THE POSSIBILITIES OF OBTAINING DRUGS FOR RARE DISEASES IN SERBIA? (enroll X)


            (not at all)                                                                  (fully aware)

THE AVAILABILITY OF DRUGS FOR RARE DISEASES CAN BE IMPROVED BY GREATER INVOLMENT OF...
MEDICAL DOCTORS

           (have no impact)                                                             (crucial role)

CLINICAL PHARMACISTS

             (have no impact)                                                           (crucial role)
PHARMACEUTICAL COMPANIES AND PHARMACIES

             (have no impact)                                                          (crucial role)
THE STATE

             (has no impact)                                                            (crucial role)
ASSOCIATIONS OF PATIENTS SUFFERING FROM RARE DISEASES

           (have no impact)                                                            (crucial role)

HOW DO YOU RATE THE IMPORTANCE OF COLLABORATION BETWEEN PHYSICIANS AND PHARMACISTS IN ORDER TO ADVANCE THE AVAILABILITY OF DRUGS FOR RARE DISEASES? 

            (no impact)                                                                   (crucial role)

RARE DISEASES ARE DISEASES WHICH, WITHOUT APPROPRIATE THERAPY, MOST OFTEN, LEAD TO A PERMANENT DISABILITY. HOWEVER, THE TREATMENT OF PATIENTS SUFFERING FROM RARE DISEASES IS EXTREMELY EXPENSIVE. DO YOU FEEL THAT IT IS ETHICALLY JUSTIFIED TO SPEND A LOT OF MONEY FOR A SMALL NUMBER OF PATIENTS?

           (not at all)                                                                       (fully justified)

WOULD YOU (IN A POSITION TO MAKE SUCH DECISIONS) PROVIDE COSTLY MEDICAL CARE FOR PATIENTS SUFFERING FROM RARE DISEASES RATHER THAN SPEND MONEY ON TREATMENTS FOR MORE COMMON CONDITIONS AFFECTING A LARGE NUMBER OF PEOPLE?
1. YES                              2. NO                         3. I DON'T KNOW/NEUTRAL POSITION
ACCORDING TO YOU, HOW CAN PHARMACOTHERAPY OF THESE PATIENTS BE IMPROVED IN OUR COMMUNITY?

(you may select more than one answer)

1. Raise general awareness and expertise 
2. Well-timed diagnostics
3. Simplified procedures for drug provision 
4. Compliance with legislation in its entirety 
5. Adequate control of drugs available in private pharmacies 
6. Registration of more appropriate drugs
7. The establishment of the National Plan for Rare Diseases 
8. Creating the registry of rare diseases 
9. Other  --------------------------------------------------------------------

THANKS FOR YOUR COOPERATION!

